Section ofPFdiatrics 139
The case of a 15-year-old boy with spastic paraplegia is instructive. I was assured that he was the best child in the school and that he had no problems. He walked well and was completely independent with his hands. And yet, for some reason, he was terrified. Over the years he had received excellent care at home, good education in school and good treatment in hospital, but whenever he travelled from one place to the other he had always gone by special transport. He was scared to leave school and to have to go on a bus because he had never done so. Furthermore, he was aware of some clumsiness of his hands when using a knife and fork. This was too slight a handicap to delay him and to excite attention in school, but he knew that when he left school and ate in public this clumsiness could give him away and mark him as different from other individuals.
During each of these periods it is to the doctor that parents and children should be able to turn for help and encouragement to deal with the emotional and physical problems which arise.
The Child's own Experience ofhis Handicap Labelling a child with a diagnosis does not necessarily mean that we understand any better what the handicap means to the child. I recently met a teacher of partially sighted children from whom I learnt a great deal. Children were admitted to his class with diagnoses such as optic atrophy, retinal detachment, nystagmus and hemianopia, but he really wanted to know just what these defects meant to the children. He therefore devised a test which consisted of asking the children to look at a large letter made up from four coloured stripes and then to draw what they saw. The results which showed distortion of the figure and merging of the colours gave a good impression of just what their visual handicap meant to them.
It is also important to realize that a child's functional activity cannot always be predicted from what he does or does not do in a formal medical examination. Children with cerebral palsy, for example, often use their muscles differently in functional activity than they do during a formal clinical examination. From this brief consideration of these last two principles it can be said, therefore, that it is important to know what the handicap means to the child in terms of the following: (1) His functional activity. (2) His own sense of personal and interpersonal relationships. (3) His ability to manage in his environment at that time and as it changes over the years.
Conclusion
From this consideration of four principles of child health as illustrated by the care of handicapped children it is possible to state some of the requirements for an adequate approach to this problem:
(1) The approach to handicapped children must be on a broad front with emphasis upon the child as much as upon the handicap. This requires a deep knowledge and appreciation of the principles of child health.
(2) There must be real respect for the contributions from other workers. This inevitably leads to a willingness to work side by side.
(3) The problems and needs of handicapped children must be studied with scientific objectivity. This is not a sphere of medical work where humanitarian sympathy alone is sufficient.
The Oslerian tradition of bedside clinical teaching led to great advances in medicine and pediatrics, but in pediatrics now the need is to go further and to study the child in his environment. This will lead to many advances, and the paediatrician who is willing to emancipate himself from the sick child in the hospital bed will find a fruitful field for his studies, and rewarding satisfaction from his work.
Dr Frederick Richardson
(Johns Hopkins University School ofMedicine, Baltimore, Maryland) Assessment Centres for Handicapped Children
Practice andPhilosophy
The changing pattern of disease and patient care demands increasing consideration for chronic problems of childhood, for until the relief from acute and lethal problems by antibiotics and vaccines most chronic problems were extensions of acute illness. These have diminished, but many diseases, such as meningitis, with lowered mortality rates still leave in their wake damaged survivors (Nyhan & Richardson 1963) . Better care in premature nurseries may preserve more 'at-risk' babies (Buetow & Klein 1964) and the survival of mongols and other children with mental and physical handicaps suggests that 140 Proceedings of the Royal Society ofMedicine provision to deal with them needs to be several times greater than it was thirty years ago (Tizard & Grad 1961) .
On both sides of the Atlantic, parents have become more sophisticated, demanding better medical care, education and attention for their children.
The need for special services for children and families is evident. Eight years ago, there were four centres for handicapped and retarded children in the United Statesnow there are 113, staffed often by a full-time academic faculty, firmly entrenched in teaching hospitals (Celebrezze 1964) with increased emphasis on the training of medical students and house staff (Cooke 1963) . Many clinics are still, misguidedly in my opinion, designated entirely for the assessment and management of the mentally retarded child, purporting to exclude the frequently associated congenital defects or deficiencies. Others, such as the Johns Hopkins Clinic, have a broader base, encompassing the problems of the organically handicapped child and family, permitting teaching, training and research over the whole spectrum of handicapping conditions, related to child development and the nervous system.
In North America, the question of staff and philosophy is no longer academic and as the population of the United Kingdom is almost one-third that of the United States and expanding rapidly, some changes must be anticipated and are certainly contemplated, for several university hospitals are planning new Child Assessment Centres in one form or another in the near future, in addition to the few specialized centres already in existence.
Recommendations have already been made in this country which provide guidelines to apply to assessment centres for the handicapped child (National Spastics Society 1961). These, however, need more specificity and appear to support debatable concepts, including willingness to separate the problems of treatment and diagnosis.
The dimension of the handicapped pwdiatric population is such that we can no longer isolate educationally what are also complex medical problems. Follow-up studies of children with cerebral palsy, myelomeningocele, epilepsy and profound deafness illustrate that these children are seldom, if ever, prepared adequately for adult life, and they may become victims of society in its broadest sense. Their families have been left without guidance, and no gainful occupation has been provided to give the patient self-respect and a place in society. After many years of inadequate total care of such common developmental problems, pwdiatricians and others should enter the lists again to improve and pool their know-ledge with departments of education and local health authorities.
The excellent work of Crothers & Paine (1959) , Ingram (1964) and others relating to the traditional splinter-group problems, such as cerebral palsy; Durham Smith's follow-up of children with myelomeningocele (Smith 1965) ; Tizard & Grad (1961) with the mentally handicapped, show that we are at fault in many ways and may become more so. Medical and surgical advances in the last few years have created a complex maelstrom of information concerning genetic counselling, chromosomal aberrations, treatment of defects such as hydrocephalus and myelomeningocele and other problems which are not going to diminish.
It seems quite illogical to me that the pediatrician, who has armed himself with information of great value to the child and family throughout the years of development, should not follow the patient through, unless the adult physicians are truly prepared to give this service. Are pmdiatricians to be men who see the beginning of everything and the end of nothing?
Even organic problems of great clinical interest, such as congenital heart disease, rheumatic heart disease and endocrine dysfunction, may stir little interest and support in the world of adult medicine and the years invested in these children and families may be wasted.
New centres should not be isolated, and it is well that the hospitals in England considering assessment centres are thinking in terms of expansion, either within their own departments or in close relationship with the teaching hospital. It is mediaval for children to be isolated until they are 16 years of age in a sheltered school or community for a special handicap and then plunged into the demands of urban living as it is today.
The difficulties of dealing adequately with children and parents in the general melee of the outpatient department has been met by hospitals who have created separate clinics for common problems, such as congenital heart disease, which are more complex. In Maryland, this was done for the handicapped child to diminish wasteful movement of patients between clinics and avoid confusion for the parents and child (Maryland State Planning Commission 1957).
The flexible North American system of hospital practice has definite advantages, including the willingness in hospital clinics to set aside a considerable period of time to deal comprehensively with the problems of people were gathered togethertwo pwdiatricians (including a trainee registrar), two psychologists and one social workerto devote considerable time to child examination and to parent counselling. This had the advantage of bringing to bear concerted effort within twenty-four to forty-eight hours of first attendance and saving the family and child repeated visits to the hospital. Examination in the Centre: On the first day, each child has psychological and pxediatric-neurological examinations and social work completed, with considerable parent counselling; on the second day, special consultations, such as with the departments of hearing and speech, psychiatry, electroencephalography and orthopaedics, are obtained as indicated.
A further advantage is the avoidance of delay in communication between the clinic and consultants concerned with the examination of the child, the conclusions reached providing clearly defined recommendations which can be transmitted immediately to the family. I believe this gives them a better perspective of what the future holds.
Obviously, the amount of information given to the parent varies with their state of mind. Creak (1964) stated: 'Just as it is cruel to face anxious parents with the whole truth before they are ready to take it, so it can be equally damaging to prevaricate and thus stifle their tendency to infer the truth from their own observations.'
In teaching hospitals there are usually sufficient interested consultants available to operate the system effectively, overcoming the many disadvantages of evaluation and investigation prolonged over months or yearsdue to delay in available appointments to special clinics, such as neurology and psychiatry. Co-operation improves as the specialists concerned with the complex problems, such as myelomeningocele, realize that they can concentrate on their own field in the knowledge that the child's education and other important matters are not being neglected. Experience has shown that admission of a child to hospital for other than surgical or acute problems or specialized investigation, is often wasteful of the hospital beds and fails to give adequate information to parents. In a wellorganized centre, the child and parents may receive a total of five to ten professional hours in a two-day period from the pxdiatrician, psychologist, social worker and other consultants. This is difficult to equal in a hospital bed or in the regular outpatient clinic without many visits. There are exceptions to these generalizations, and methods of management are matters of opinion and outlook (Lancet 1961).
The present staff arrangements which have been developed at the Johns Hopkins University (Fig 1) emphasize that the centre should be based in a teaching hospital if at all possible, both for optimal diagnosis, for training and for interpretation of complex medical information.
Children and families are referred from and returned to community agencies, including family physicians. The staff includes a social worker and a clinic nurse or health visitor, who works with the social worker, and visits the families and children in their homes after their hospital visit to ensure that they understand the problem and its management.
There are four pediatricians in training (equivalent to middle or senior registrar), and the senior members of the house staff rotate through the clinic, as do medical students in their elective periods. The pediatricians spend one to two 7 141 142 Proceedings ofthe Royal Society ofMedicine 8 years in the Handicapped Children's Centre and gain considerable additional experience in neurology, psychology, genetics, cytogenetics, epilepsy, mental retardation, speech, language and auditory disorders, the interpretation of electroencephalograms and other related subjects. An effective psychology division is essential to the clinic, and a division of the Department of Pediatrics is administratively housed within the centre. The consultant services operate at Johns Hopkins in a similar fashion to those in the United Kingdom and deal both with adult and pediatric cases. To some extent, the nature of the problem is tailored to the specific interests of the consultant asked to see the case, as in most British hospitals.
The Handicapped Children's Centre provides services to the Integrated Cleft Palate team, the Hearing and Speech Centre and the other services listed (Fig 1) . The clinic psychiatrist is also a member of the Department of Child Psychiatry. Comprehensive reports with recommendations for treatment and education are sent to the family doctor, the school service and other agencies concerned. A case conference is held each week, attended by agency representatives, including schools or welfare agencies.
In my experience, very considerable benefit accrues from counselling on the child's problems, based on medically accurate diagnosis, when imparted in comprehensible form to the parents and agencies who are to deal with the child. Failure to do this diminishes the value of good medical care, as the parents may gain the impression that in some form of therapeutic manceuvre there is a 'cure' to be found.
There are sound objective reasons why these centres should be based within Departments of Pediatrics, rather than other divisions, and that, wherever possible' the physician in charge should be a pediatrician. In recent years, the training of pediatricians has increasingly emphasized variations in normal growth and development, and the identification of deviations from normal in early life. When mental subnormality is accompanied by overt stigmata, for example, the infant with Down's syndrome, it is the pediatrician who identifies the child in the newborn nursery and follows in the first months of life and who must base his genetic counselling on sound knowledge of the different risks involved with translocation, trisomy or mosaicism.
It is reasonable that any intelligent physician with broad interests and training could act as the medical administrator of a clinic. However, there are few pediatric-neurologists, and child psychiatrists are overwhelmed with diagnostic work and are not available in sufficient numbers to treat the psychoses and neuroses ofchildhood.
The inadequate number of pediatricians is emphasized by White Franklin's (1965) estimate that for many years to come the bulk of children will be cared for by doctors who may have had little more pediatric experience than that gained during their undergraduate days.
In conclusion, it seems that the advanced legislation for medical and social services which Great Britain has pioneered so effectively in the past, must now place increasing emphasis on planning between hospitals, local authorities, the family doctor and educational and employment services, if this burgeoning area of pmediatrics is not to develop piecemeal.
Special consideration in future planning by teaching hospitals, the Ministry of Health and local health authorities, should be given to the following:
(1) An increase in the number of full-time pediatricians devoted to developmental problems; also, the associated professions of psychology, special education, physical rehabilitation, social work and others.
(2) Improved manpower utilization by avoiding reduplication of existing services and research into the effectiveness of medical management.
(3) Development of handicapped children's centres in association with university teaching hospitals, with improved pidiatric training in this areamany of us are now practising padiatrics different from our youthful anticipations. (4) Avoidance of isolation of treatment from diagnosis and re-evaluationat the same time centres being easily accessible to urban areas. (5) Long-term follow-up and supervision and support of children and families through the period of adolescence until 21 years of age, accompanied by research into the long-term results of therapy and in catchment area populations to determine the effectiveness of the total medical programme.
